Relief for the dying child
Under the auspices of the Royal Society of Medicine, a symposium on 'Relief for the dying child' was held at the King's Fund Centre on 28 March 1984. In his welcoming address the President of the Royal Society of Medicine, Sir James Watt, introduced a major theme for the day's discussionthe total support required both by the dying child and by the family.
Dr George Rylance of the Children's Hospital in Birmingham described the 'General principles and problems of the use of drugs'. He argued first that children need larger doses per unit weight than adults because a greater proportion of their total body weight is water. Secondly, he suggested that as children excrete drugs more rapidly than adults, they require more frequent doses. The preferred routes of administration should be oral and anal, although both may be mitigated by the first-pass effect of liver metabolism. Contrary to popular belief, among the parenteral methods of administration the subcutaneous route is as effective as the intramuscular for the rate and extent of drug absorption, and other participants at the symposium described the satisfactory home use of continuous infusion pumps with a subcutaneous butterfly needle. Finally, symptoms and side effects should be treated prophylactically, and the regimen individually tailored to each patient. Dr Janet Goodall of the City General Hospital in Stoke on Trent discussed the concept of 'Total care'. She proposed that the principle 'life is for relationships' could act as a guideline when the doctor is faced by an ethical dilemma, for example between compassion for the child and the conviction that each unique life should be preserved. She defined 'terminal care' as the stage at which the advent of death becomes certain and not too distant, and at which the goal of cure becomes one of relief and palliation. In practice, she advocated formulating a problem list for each terminally ill child, including not only aspects of physical discomfort, but also of anxiety, which could be managed through play and conversation.
Dr Goodall mentioned one dying child who wrote, 'Dear God, what is it like when you die? Nobody will tell me. I don't want to do it. Your friend Mark'. In responding to such fundamental questions from children, she suggested that the 'Report of 'Invited Symposium' of the Royal Society of Medicine, 28 March 1984. Accepted 20 June 1984 reply be appropriate to the developmental level of the child, and might; for example, be phrased in terms of making a 'journey', moving house, going somewhere special or visiting a dead relative. In short, she established four principles in working with the dying child and the family; they should be included, informed, prepared, and the caregiver should stay with them throughout the terminal process.
Dr Jillian Mann, from the Children's Hospital in Birmingham, sketched the scale of the problem. Of the 11 000 childhood deaths in Britain in 1980, 8000 occurred in the first year of life, and most of these were sudden deaths. Of British children less than 14 years old, about 1300 die each year of cancer. The majority of these children suffer from leukaemia, lesions of the central nervous system, or other solid tumours, especially neuroblastoma, nephroblastoma, and rhabdomyosarcoma.
In Dr Mann's view, the task before paediatricians is to accept these children, arrange home care whenever possible, and link this with regular access for the child to a familiar ward. In her unit members of the community service work in pairs to visit terminally ill children at home, to administer analgesia, and offer bereavement counselling including practical advice about grants and funeral arrangements.
Regarding treatment, Dr Mann emphasized the benefits of cytotoxic drugs for palliation. Intrathecal methotrexate, for example, may give relief against meningeal leukaemia. She further advocated the use of full general anaesthesia for painful procedures such as lumbar puncture. Dexamethasone may effect a temporary improvement in appearance and in the child's sense of well-being, but a resort to antidepressants may be necessary for children, whose unhappiness is refractory to social support. Morphine in small regular oral doses minimizes the pain and fear of injections and rarely produces vomiting or respiratory depression, but must be used in conjunction with a laxative. For the last hours, parenteral diamorphine is likely to be necessary, and this must be written up in anticipation.
Continuing the symposium after lunch, the Reverend Peter Speck, Chaplain of the Royal Free Hospital in London, discussed the theme 'family care'. His aim in working with the families of dying children is to create a 'safe space' within which the child and the relatives can explore their emotional reactions to the tragedy.
Journal of the Royal Society of Medicine Volume 77 September 1984 803 In his experience, parents tend to express similar forms of reaction although, not having read Kiibler-Ross, they may not pass through the stages of grief in the 'correct order'. They may seek second or third opinions, the advice of a faith healer, or may simply keep repeating the same question, numbly unable to assimilate any response. They may overprotect the child, or expect too much of themselves during the child's illness and inevitably come to feel inadequate and guilty. Where the child is admitted, a strong relationship can develop with a particular member of staff, bringing with it dangers of staff rivalry for success in relating to the child, and of the parents' anger that the child turns to another adult. As John Bowlby put it, where there is the potential for attachment, there is the ability to experience loss, and this must be borne in mind with even very young children. The parents may benefit from contact with groups such as the Society of Compassionate Friends, and the Stillbirth Association. The Reverend Speck stressed that those working with the bereaved must not superimpose their own grief framework. Their role is, he suggested, primarily to share their truth at their level of understanding, and to allow them to come to feel, in Winnicott's words, 'good enough' parents.
Speaking on 'Staff care', Dr Gillian Forrest, of the Park Hospital for Children in Oxford, outlined the characteristics of staff 'burn out'. Such professional exhaustion is often made manifest by over-conscientiousness, scapegoating, more irritability, anxiety and sick leave. Eventually, unless the staff problems are identified and tackled, tension spills over into home life, job satisfaction and the level of care fall, and staff turnover increases. In Dr Forrest's view, hospice staff are especially liable to work under severe strain, involved on the one hand with emotionally draining relationships and, on the other, often setting themselves unattainably high standards of total symptom relief and a 'good death' for each patient. Dr Forrest drew upon her work at Helen House, a centre for paediatric terminal and respite care in Oxford, to illustrate these points. Amid the special poignancy of a childhood death, the staff must frequently deal with the anger of the child and the family, the anger reflecting their despair. Staff members cope variously with this onslaught and may, for example, redouble their efforts in idealistic over-involvement, or adopt safer self-protection through emotional distancing in work relationships.
'Wash me first, I'm dying', said one terminally ill child to a nurse, and her frustration was described by Dr Mary Lindsay -of the Child Guidance Clinic in Aylesbury. She focused upon the active part the child plays in choosing a confidant in the terminal period. Once chosen, this person must decide whether to accept and fully carry through this role, with the support of the staff team. Dr Lindsay recommended that parents should continue to discipline their child throughout the illness, to maintain a more familiar and understandable frame of reference for the whole family. Even so, within our culture, which denotes a childhood death as 'unnatural', it comes as a double loss; a reduction in the abilities of the child when they are expected to continue to grow and mature.
Speaking as a parent who has herself experienced the loss of a child, Mrs Jane Davies underlined the individual and profound significance of each death. She affirmed the possibility of establishing some positive and creative experience and memory, especially of the moment of death, amid its horror. This moment may then be re-experienced in the future, may offer, with the tragedy, some beauty, and ultimately the parents may be able to say goodbye to the child.
From her own experience, Mrs Davies suggested that parents should be given more and clearer information about the child's condition, and that this should not come from the lowest level of competence within the staff. The general practitioner in turn must be included in the plans and the management, and may well harbour misgivings at having missed an early diagnosis. Finally, Mrs Davies advised those seeing bereaved families to empty their minds of preexpectations and to go primarily to listen in order to understand the needs of the family.
Summing up the day's moving and challenging discussion, Dame Cicely Saunders laid especial stress upon the importance of therapeutic competence, both to offer the patient the best possible care and to support the staff involved, and so prevent reversible 'battle fatigue' slipping into irreversible staff 'burn out'. Dame Cicely closed the proceedings with the reminder that many basic elements of good terminal care, for example effective pain control and well organized community teams, are simple: they are simple but they are not easy.
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